###### Strengths and limitations of this study

-   This study used a well-established qualitative method to better understand the perspectives of people with fatigue in rheumatoid arthritis.

-   Participants had experiences of physical activity on different levels.

-   Participants had reflected on their fatigue and how to handle it, which gave depth and nuances in their experiences.

-   Participants were relatively homogeneous in their age, which may limit the generalisability of the results.

Introduction {#s1}
============

Fatigue is a prominent symptom in persons with rheumatoid arthritis (RA) and one which has a considerable impact on daily life.[@R1] Despite improvement in pharmacological treatment of RA in recent decades,[@R2] over 80% of persons with RA report that they suffer from fatigue, and about 40% describe severe fatigue.[@R3] Fatigue in RA has traditionally been associated with inflammation, but modern pharmacological treatment has only a small effect on fatigue.[@R4] Stronger evidence has been found for associations between fatigue and pain, disability/physical function and depression/depressive mood.[@R4]

From the patient's perspective, fatigue is one of the most important issues in RA.[@R1] In qualitative studies, persons with RA describe how fatigue causes considerable consequences that negatively affect all aspects of life.[@R8] Also described is an increased amount of time required for rest and sleep, resulting in feelings of imbalance in life due to less time being available to accomplish other things.[@R9]

Besides pharmacological treatment, physical activity is an important part of RA treatment[@R11] and has been found to be the non-pharmacological intervention with the strongest evidence to reduce fatigue.[@R4] However, physical activity can be challenging for persons who suffer from fatigue,[@R11] and people with RA are known to be less physically active than the general population.[@R14] Pain and fatigue are the most frequently mentioned barriers to physical activity among people with RA, together with more generic barriers such as lack of time and costs.[@R11] The complexity and individual impact of fatigue[@R13] suggest that standard interventions to enhance physical activity are insufficient,[@R17] and brief advice has been found to only have a modest role to play in long-term efforts to improve levels of physical activity in this population.[@R18]

A person-centred approach is anticipated to strengthen a person's confidence and resources,[@R19] which will allow persons with RA to enhance their physical activity and improve the balance of their activities in order to control fatigue and symptoms associated with fatigue.[@R20] The ethic of person-centredness views each person through a biological, psychological and social perspective,[@R19] where the patient is seen as a person with reasons, will, feelings and needs.[@R19] Being a person includes the capacity of being capable,[@R24] including the capacity to enhance one's own health and to be an active partner in the rehabilitation process.[@R21] A person-centred approach commonly starts with partnership building based on the person's narrative, and includes sharing of information, shared deliberation, and shared decision-making and documentation.[@R19] To address fatigue in persons with RA by enhancing physical activity and balance in life, a person-centred treatment model emanating from each person's life situation, preferences and resources has shown positive effects on fatigue, physical function and health.[@R20]

The purpose of this qualitative interview study was to investigate factors of importance for reducing fatigue in persons with RA.

Methods {#s2}
=======

Study design {#s2a}
------------

We conducted a qualitative interview study with semistructured indepth individual interviews[@R25] analysed using qualitative content analysis,[@R26] a methodology with a long history in nursing studies.[@R27]

Participants {#s2b}
------------

Persons diagnosed with RA[@R28] were recruited from a previous randomised controlled trial (n=70) evaluating the effects of a person-centred treatment model to reduce fatigue. The intervention focused on health-enhancing physical activity and balancing activities in daily life, and was formed jointly by the participant and physiotherapist according to each participant's life situation.[@R20] The goal of the intervention was to devise a mutually agreed self-care plan that guided the participant in effectively managing their own fatigue over time. The previous RCT study[@R20] showed significant effects on fatigue in the intervention group compared with the control group. The participants in the intervention group were expected to possess important experiences of how to reduce fatigue by a non-pharmacological intervention that we wanted to elucidate. Therefore, this present interview study was planned, and 2.5 years after completing participation in the RCT study a letter with written information and an invitation to participate was sent to all persons in the intervention group (n=36). To increase the number of participants, a second letter of invitation was sent after 2 months to the persons not responding to the first letter. Twelve participants (30%) agreed to participate.

Data collection {#s2c}
---------------

An independent health professional (physiotherapist) who was not involved in the previous intervention conducted the interviews in a hospital setting. An interview guide was developed, including open-ended questions about what the participants perceived as helping to diminish fatigue and how these strategies were incorporated in daily life. The interview guide covered questions regarding own strategies used during the intervention, strategies used today and general view on handling fatigue in RA ([box 1](#B1){ref-type="boxed-text"}). The participants shared their concrete, lived experiences based on their life-world perspective and understood from a situational context. A pilot interview was conducted and did not result in any changes to the interview guide. Each interview lasted approximately 20--50 min.Box 1Interview guideA couple of years ago you participated in a research study in which you together with a physiotherapist developed a treatment plan to lessen your fatigue.What did you do to lessen your fatigue?What worked well?What did not work?Can you tell me about how you experienced your treatment plan?Could you please tell me how your fatigue has been influenced since after the study?What do you do today to handle your fatigue?What problems have you encountered?Could you please tell me about your experiences of fatigue in general?What do you experience is important to handle fatigue?What can facilitate?Are there things you cannot influence?

Data analyses {#s2d}
-------------

Interviews were audio-recorded and transcribed verbatim by the first author (CF), a physiotherapist with knowledge of person-centred care. The transcribed interviews were then analysed with qualitative content analysis.[@R30] Qualitative content analysis includes interpretations of the concrete content close to the text, as well as deeper interpretations of its underlying latent meaning.[@R30] After reading the transcripts, meaning units answering the aim of the study were derived from the texts and abstracted without being separated from the context. From the abstracted meaning units, subcategories and categories and a theme were formed by moving back and forth between the whole text and its parts. The deriving and abstracting of meaning units were performed by the first author and discussed with the last author (KM), a senior researcher and physiotherapist. The subcategories and categories were formed together by the first and last author and discussed until consensus was achieved.

Patient and public involvement {#s2e}
------------------------------

A research partner from the Swedish Rheumatism Association participated in the development of the person-centred treatment model. In the present interview study, a pilot interview was performed. A person with RA, own experience of fatigue and recently completed rehabilitation according to person-centred ethics was recruited and asked to comment on the relevance of the interview guide and the setting.

Results {#s3}
=======

Twelve participants agreed to participate in the interview study, comprising 10 women and 2 men ([table 1](#T1){ref-type="table"}) with a mean age of 63 years, ranging from 50 to 68 years, and a mean disease duration of 19 years, ranging from 7 to 32 years. Compared with the eligible participants who did not agree to participate, the participants in the interview study were older (63 years compared with 56 years), and at baseline less fatigued rated on a Visual Analogue Scale[@R32] (VAS fatigue (0--100 mm) 65 mm compared with 72 mm). There was no difference in physical activity level measured with Leisure Time Physical Activity Index[@R33] between the persons who agreed to participate (2.8 hours/week, range 0--17) and the persons who did not (2.6 hours/week, range 2--16), and there was an equal improvement in both groups during the intervention regarding VAS fatigue (mean (SD) decrease 24 (27.4) mm compared with 25 (27.8) mm) and physical activity level (mean (SD) increase 1.6 (3.6) hours/week compared with 1.2 (3.4) hours /week).

###### 

Participants

  Participant   Gender (female/male)
  ------------- ----------------------
  A             Female
  B             Female
  C             Male
  D             Female
  E             Male
  F             Female
  G             Female
  H             Female
  I             Female
  J             Female
  K             Female
  L             Female

The interviews were conducted over a 4-month period (December--March). One interview was conducted over the telephone lasting 20 min, and the others at the physiotherapy premises at Sahlgrenska University Hospital, Gothenburg, Sweden, lasting 40--50 min. The analysis is presented in one theme and five categories with associated subcategories ([table 2](#T2){ref-type="table"}). The subcategories were supported by quotes. The character within bracket after each quote refers to the specific participant ([table 1](#T1){ref-type="table"}).

###### 

Theme and categories with associated subcategories

  Theme                                                             
  ----------------------------------------------------------------- ------------------------------------------------------------
  Mentally overcoming the fatigue in order to be active.            Overcoming the fatigue requires hard work.
  Having a positive attitude.                                       
  Diverting the fatigue.                                            
  Earlier experiences and self-image influence physical activity.   
  Making exercise easy.                                             Incorporating physical activity in one's everyday routine.
  Physical activity in my own way.                                  
  Having a plan for physical activity.                              
  Reaching for balance.                                             Handling demands.
  Allowing for recovery.                                            
  Mastering time.                                                   
  Receiving support to be physically active.                        Receiving professional support.
  Support to increase motivation.                                   
  Social support and understanding.                                 
  Dealing with the RA disease to be physically active.              Living with the symptoms and fluctuations of the disease.
  Strengthening the ability to manage the disease.                  
  Making adjustments and creating good conditions.                  

RA, rheumatoid arthritis.

An intellectual and embodied understanding that sustainable physical activity is important to handle fatigue {#s3a}
------------------------------------------------------------------------------------------------------------

This theme outlines the experience that sustainable physical activity enhances energy and forms the basis of handling fatigue. To reach this understanding required both intellectual reflection and embodied experiences.

The five categories describe barriers as well as facilitating factors for sustainable physical activity, and include physical, psychological, social and environmental aspects.

Mentally overcoming the fatigue in order to be active {#s3b}
-----------------------------------------------------

### Overcoming the fatigue requires hard work {#s3b1}

The participants described how they had to work hard in order to mentally overcome the fatigue and be active. The fatigue made it hard for them to get going and translate ideas into action, and they expressed feeling lazy. Being active and overcoming their fatigue were experienced as depending on their own will, their ability to be persistent and their willingness to take responsibility for their exercise/activity instead of blaming others.

> I've figured out that if I, when I come home from work, if I sit down for one hour to drink coffee...don't do that because your body stiffens and then it's all over. Instead you rather pace your tempo but carry on, because once you've sat down or relaxed it's hard to get going again. (E)

### Having a positive attitude {#s3b2}

The participants said that to overcome the fatigue, they had to accept the fatigue, live with it, and do their best to maintain their mood, see things positively and use humour to keep the fatigue at bay instead of whining and being grumpy. They also believed they had to acknowledge what they had done and be content with that instead of focusing on the things they had not been able to do.

> You have to take it naturally that this is the way it is, try to make the best of it and keep your mood up. At least try. Because if you just walk around feeling sorry for yourself then you get tired, I mean then you're not only tired but you're tired and unhappy, and that's something even worse. (J)

### Diverting the fatigue {#s3b3}

The participants described building up mental strategies in order to repress their fatigue. Being in the present and not becoming stressed about things that remained to be done was expressed as a factor that could distract the participants from their fatigue and enhance their physical activity. Another strategy was to prioritise amusing things and things that made them feel good.

> That's the weirdest thing. It's like you're just 'Oh, forget it, I'm really tired', when it's time to go to choir. 'No, I will go! It'll probably get better'. And then you come home and you're on a high instead. (D)

### Earlier experiences and self-image influence physical activity {#s3b4}

Earlier experiences of physical activity as well as an active lifestyle were described by the participants as having an effect on the ability to exercise despite fatigue. Some participants enjoyed exercise and had confidence in how and where to exercise, while others labelled themselves as unwilling to exercise and felt insecure about going to the gym. The participants' images of themselves and expectations of life influenced their views on exercise and overcoming the fatigue.

> I know that many of my friends with rheumatism say 'No, I can't go out before eleven o'clock, I'm too tired in the morning'. I don't want to get like that, I don't want to. I say 'I can come at quarter to ten, nine if that's OK'. (D)

Making exercise easy {#s3c}
--------------------

### Incorporating physical activity in one's everyday routine {#s3c1}

According to the participants, being able to exercise when fatigued required that the exercise was not too large an obstacle to overcome. Continuity in physical activity with a structure fitting into their normal routine was important, as well as interlinking physical activity as a natural part of everyday life.

> I did this --- I went out for a walk during lunch. I could do that because we had an hour for lunch, so I spent half an hour eating lunch and then I went for a walk. Not everyone can do that, but for me it worked out fine. (B)

### Physical activity in my own way {#s3c2}

The participants expressed the importance of finding a physical activity or exercise that worked for them. This included finding their own pace and allowing themselves to adjust the physical activity according to daily fitness or external circumstances such as weather conditions or social obligations. Contextual factors also mattered, such as the exercise being close to home or easy to get to, and fitting into their schedule and financial situation. Amusing activities or something to look forward to increased the motivation to accomplish physical activity, and a larger effort could be made. Experiencing health benefits also made it easier for them to push themselves or to accomplish a valued physical task.

> I think it's so boring to exercise, for the simple reason that you sit on an exercise bike and cycle for an hour and then you get off and you're in the exact same position as when you started. Or lift a weight or push something and achieve nothing. On the other hand I think it's great fun to work in the garden, to do physical, heavy work. All my life I've thought athletics and sports are silly. But I have no problem getting exhausted and sweaty from building, digging, and so on. (C)

### Having a plan for physical activity {#s3c3}

The participants described the benefits of making a plan or schedule for physical activity. Knowing in advance what to do and having a plan for overcoming obstacles to physical activity increased their motivation to get going. In addition, having a goal to strive towards enhanced their accomplishment of physical activity.

> If I know that I'm going to a class, and it's booked, and I get to leave work early. I'd never skip that sort of thing. It's almost like it's part of work, and you can't get away even if you have a bad day. Otherwise, when the fatigue is attacking you it's really easy to think 'No, I'll do it another day'. (L)

Reaching for balance {#s3d}
--------------------

### Handling demands {#s3d1}

The participants described struggling with their obligation to fulfil what was expected of them while still balancing their energy in order to be able to take care of themselves and to exercise. Work and social demands limited their time and energy, and they found it hard to have energy left for exercise after an 8-hour workday. The participants expressed having to accept that the fatigue made them lower their demands, and described handling the fatigue by prioritising and receiving help.

> Every day when I come home from work, I'm really tired. That's just the way it is. And it's hard to deal with things, but there are those things you have to do...//...it was this thing about the cooking. Eventually it got so boring that it was hard even to talk about it. I was just angry and whining. But when we started getting meal kits delivered it was more fun, and of course you don't get so tired. (L)

### Allowing for recovery {#s3d2}

The participants described that besides physical activity, recovery and allowing themselves to relax were important. They needed to find a balance between activity and rest, and between work and spare time.

> It's pretty much about listening. To kind of listen to my body and maybe not just...go on but actually...now I'm tired, now I need to take it a bit easy. Some breaks and such. (G)

Sleep was also expressed as important for recovery. Disturbed sleep affected energy and fatigue, but too much sleep increased fatigue instead of leading to recovery. Physical activity was described as entailing a comfortable physical fatigue which enhanced sleep quality.

### Mastering time {#s3d3}

The possibility of being in charge of one's own time was expressed as influencing both fatigue and the capability to exercise. Some participants said that the time was not there, but it had to be created and planned for. The opportunity to exercise in working hours was often hard to coordinate. Retirement and the ability to take the day as it comes were a beneficial factor.

> I had it good in that I could work from home sometimes  one day a week, so that was an advantage. But anyway, it's got a lot better since I retired...//...It's completely wonderful to be able to do what you like. I can't still believe it, that I can really just take the day as it comes...it's totally fantastic. (A)

Receiving support to be physically active {#s3e}
-----------------------------------------

### Receiving professional support {#s3e1}

The participants expressed the importance of feeling confident in how to exercise while having a rheumatic disease. Professional support was especially important for those unfamiliar with exercise. Having someone who could guide and assist them with specific exercises suited to their life situation and resources, follow up the exercise plan, and evaluate the outcome of exercise were expressed as enhancing their motivation and confidence to exercise. Being listened to and seen as a person was important in the contact with professionals, including being introduced and informed without being told what to do.

> Every person surely experiences different things. I believe that. And not everyone's willing to put in the same amount of effort. (F)

### Support to increase motivation {#s3e2}

Exercising together with a spouse or friend, or in a group, was expressed by the participants as helping them to be physically active. Having something or someone to push them increased their motivation. This could also include making their physical activity visible, for example by a follow-up appointment, by being asked about what they had done, or by using a diary or technical gadgets to monitor their physical activity.

> This thing where you write down everything you did, it gave me a boost. Now I have to do this so I can write it down. Yes, and a little proud over myself. (J)

### Social support and understanding {#s3e3}

It was also important to receive legitimacy and understanding of the fatigue from their next of kin, not to feel alone and exposed, and to receive help and assistance instead of being nagged. Some participants described it as hard when they had to defend why they could not do things.

> My husband is my support in this, during the whole disease he's been there in that he says 'Let's do this together'. He pulls me up and tries to get going again, I mean he feels good about it too. (D)

Dealing with the RA disease to be physically active {#s3f}
---------------------------------------------------

### Living with the symptoms and fluctuations of the disease {#s3f1}

The participants described how their RA affected their ability to perform physical activity. Pain and functional limitations could be a barrier to the type of physical activity they wanted to perform. The participants described struggling with the unpredictability of the disease activity as well as fatigue.

> Even if I can't call it a flare right now, I have a lot of pain. I have a lot of pain in my hips when I walk. And I don't need to walk especially long. And then I have this foot and that can also make me walk wrong so my hips...it hurts a lot. (H)

### Strengthening the ability to manage the disease {#s3f2}

The participants described how suffering from RA meant living on the border between healthy and ill, and physical activity constituted an opportunity to control the disease. They described having reached this insight into their own ability and responsibility to influence their well-being by accepting that they had to listen to their body, find their own acceptable and well-functioning activity level, and not give up.

> Well, just this to strengthen yourself. Of course it (physical activity) is healthy. So no, despite pain you don't stop, but go on. That's, that's strengthened you. Just the feeling that you can do much, much more than you think. (J)

### Making adjustments and creating good conditions {#s3f3}

In order to be able to perform physical activity, the participants described a need to adjust activities and create good settings. Adjusting their physical activity habits when unable to follow their plan was found to be challenging, especially when struggling with fatigue. The participants described benefits of being helped to reflect on their fatigue and find workable solutions.

> I cycle a lot, and it causes great pain in my wrists because it's so bumpy. Now I've bought a new bike with shock absorbing handlebars, and that bike's a lot more fun to ride, because I can actually ride it. (L)

Discussion {#s4}
==========

The overall theme of this study outlines the importance of physical activity in handling fatigue when living with RA. This is in line with earlier research in which physical activity has been shown to have the strongest evidence to lessen fatigue.[@R4]

However, explicit for this study was that the participants expressed that this understanding of the importance of physical activity has to be embodied and each person has to take responsibility for their own priorities. The subcategories describe how the participants embodied this insight and handled obstacles and imbalances in their personal life situation.

Although the participants in this study described having reached the insight that physical activity is important to handle fatigue, they had to struggle to overcome the fatigue in order to engage in physical activity. In studies of physical activity, many individuals drop out of exercise programmes, and those who successfully change behaviour do not necessarily maintain the new behaviour.[@R34] To find the proper context and support for each person's needs is described as important for exercise maintenance.[@R34] This is in line with the result of this study in which the participants described the importance for themselves in making exercise easy, reaching for balance and receiving support to be physically active.

To overcome their fatigue to be physically active, the participants in the present study described motivation as being central. Motivation depends, among other things, on the perceived outcome benefit and required effort.[@R35] Exercise that is self-determined and that satisfies psychological needs is anticipated to strengthen exercise motivation.[@R36] The participants in this study described strategies both to lower the effort by planning ahead and making exercise easy, and to increase their motivational drive by doing amusing activities or focusing on positive effects. Earlier experiences, lifestyle habits and self-image were factors influencing physical activity. Patients who engage in regular exercise have earlier been found to experience the same barriers as non-exercising patients, but since the exercisers had experienced the benefits of exercise they were more likely to overcome these barriers and make adaptations that allowed them to exercise.[@R37] These embodied experiences of both the benefits of physical activity and how to overcome barriers were highlighted by the participants in this study.

The perception of activities as either achievable or beyond one's current capacities also affects motivation.[@R35] Reaching for balance between demands and recovery was important for the participants to be able to engage in sustainable physical activity. The person-centred treatment model that the participants were recruited from[@R20] provided an opportunity for them to discuss alternatives for their physical activity, to structure and test a physical activity plan, and to see the plausibility of what they had done. The participants described how support for their reflection helped them to handle personal and social demands, to acknowledge when they had reached an acceptable and sustainable activity level according to their life situation, and to feel satisfied when it was good enough. They expressed a desire to be respected as a person and acknowledged in terms of their whole life and resources, instead of being lectured about how to live their life. This is in line with the ethics of a person-centred approach.[@R19]

The category *receiving support* indicated a need for guidance to enhance physical activity, especially for those who felt uncomfortable regarding how to exercise. Lack of knowledge regarding appropriate exercise has earlier been found to be a barrier to exercise among persons with arthritis.[@R11] Coaching programmes towards health-enhancing physical activity have been shown to enable increased physical activity,[@R38] but have also been shown to involve difficulties in maintaining physical activity after the end of the programme.[@R39] The participants in this study described taking their own responsibility and the importance of being in control of themselves as prerequisites for sustainable physical activity.

The impact of RA is a known barrier to exercise, for reasons including a reduced functional ability.[@R11] Not being able to continue an earlier well-functioning physical activity routine due to pain and functional limitation made it even harder to adjust when also struggling to overcome the fatigue.

The participants in this study had earlier participated in a person-centred treatment model to lessen fatigue in RA.[@R20] As a complex intervention, it includes several components which are not easy to define.[@R40] This treatment model was grounded in a person-centred ethic based on participants' resources and used shared deliberation and decision-making to give the participants responsibility for executing the plan. This may have facilitated the participants' insight of acknowledging their own responsibility for their well-being.

An inclusion criterion of the RCT study was severe fatigue (\>50 on VAS), and the intervention included reflection on physical activity level and balance among activities in daily life, which ensures the participants own experiences of fatigue as well as experiences on how to handle their fatigue.

The overall theme of this study outlines the importance of physical activity in handling fatigue when living with RA. One might wonder if this result may have been influenced by the participation in the earlier RCT study. However, the interviews were carried out 2.5 years after the RCT study, and our experiences from earlier intervention studies show that long-term effects after 1 year seldom remain.[@R41] Still physical activity was found important for the participants.

All qualitative studies assume a given perspective, as the researcher is part of a given context and given period of time. This study was conducted from a physiotherapy perspective searching for more knowledge of factors of importance for reducing fatigue in persons with RA. However, the interview guide was designed to focus on how the interview persons handled fatigue in their life and did not specifically contain questions about physical activity. Nevertheless, the participants raised their own experiences of the importance of physical activity to handle fatigue. The theme and categories of this study add valuable new information to the field, searching for deeper knowledge on factors that influence fatigue in persons with RA. As authors, we are aware that other researchers, assuming other perspectives, might add other pieces of knowledge. We consider that the results of this study are applicable to patients with RA suffering from fatigue, but transferability to other contexts must be judged by the readers.

A strength of this study was that all of the persons who agreed to participate also had the possibility to participate, although one interview was made over telephone. One limitation was that the participants were relatively homogeneous in their age, with 8 of the 12 participants being newly retired. One of the inclusion criteria in the earlier RCT study was being of working age, but some participants had reached retirement age since the end of the study. The participants described being more in control over their time after retirement; being newly retired meant that they were able to recall their earlier working situation and relate it to their new situation. Another limitation was that no current ratings of fatigue or level of physical activity were collected from the participants in this study.

The interviews were analysed with qualitative content analysis, a well-established method that allows for various depths of interpretation.[@R30] To increase trustworthiness and credibility, the analysis was performed by both authors.

Conclusion {#s5}
==========

The participants in this study expressed the importance of physical activity in handling fatigue. To come to this insight, they had to reflect on their barriers and experience how to overcome them. The use of a person-centred ethic in physical activity coaching for patients with fatigue appears to promote sustainable physical activity behaviours by facilitating the patient's resources to overcome barriers to physical activity.
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